Although spiritual caregiving is a key domain of palliative care, it lacks a clear definition, which impedes both caregiving and research in this domain. The aim of this study was to conceptualize spirituality by identifying dimensions, based on instruments measuring spirituality in end-of-life populations. A systematic literature review was conducted. Literature published between 1980 and 2009, focussing on instruments measuring spirituality at the end of life was collected from the PubMed, Cumulative Index to Nursing and Allied Health Literature (CINAHL), and PsycINFO databases. Inclusion criteria were: (1) the studies provide empirical data collected with an instrument measuring spirituality or aspects of spirituality at the end of life; (2) the data report on a (subgroup) of an end-of-life population, and (3) the instrument is available in the public domain. Content validity was assessed according to a consensus-based method. From the items of the instruments, three investigators independently derived dimensions of spirituality at the end of life. In 36 articles that met the inclusion criteria we identified 24 instruments. Nine instruments with adequate content validity were used to identify dimensions of spirituality. To adequately represent the items of the instruments and to describe the relationships between the dimensions, a model defining spirituality was constructed. The model distinguishes the dimensions of Spiritual Well-being (e.g., peace), Spiritual Cognitive Behavioral Context (Spiritual Beliefs, Spiritual Activities, and Spiritual Relationships), and Spiritual Coping, and also indicates relationships between the dimensions. This model may help researchers to plan studies and to choose appropriate outcomes, and assist caregivers in planning spiritual care.
Introduction
T his article conceptualizes spirituality at the end of life, which is, in addition to physical and psychosocial aspects, one of the three domains of palliative care. 1 Spiritual issues frequently become more relevant at the end of life. Moreover, patients often experience spiritual distress at the end of life, and the importance of its alleviation, as a contribution to spiritual and psychosocial well-being, has been acknowledged in various studies. 2, 3 In a study of cancer patients, the existential domain was more important in determining quality of life of patients with local and metastatic diseases than that of patients with no disease. 4 In a study of 340 patients with advanced disease, most patients considered spiritual issues important. More than 80% indicated that being prepared to die, being at peace with God, praying, and feeling that one's life is complete is important at the end of life. 5 In another study in a palliative care setting, more than 90% of the patients reported that spirituality was important to them. Religious coping was associated with the physical and emotional well-being subscales of the Functional Assessment of Cancer Therapy (FACT-G), and the FACT-G total score. 6 In sum, spirituality contributes to good quality of life, which is the main goal of palliative care. 7 Although there is a broad consensus on the importance of spiritual care at the end of life, only limited attention is paid to it in clinical practice. One explanation is a lack of consensus on the definition, or concept of spirituality at the end of life. [8] [9] [10] Definitions of spirituality that have been reported in the literature so far are only to a certain extent compatible. ''Meaning'' is included in many definitions, but there is a lack of consensus on other elements. Daaleman et al 11 approached
the concept from the angle of spiritual beliefs and activities: ''Those beliefs, practices and stories that respond to a shared human need for meaning,'' whereas Steinhauser et al. 12 defined spirituality as ''The search for attention to the ultimate meaning and purpose in life, often involving a relationship with the transcendent,'' and focused on the construct of ''being at peace.'' In a recent definition, Puchalski et al. 13 emphasized the importance of connectedness, whereas King and Koenig 14 emphasized the possible relationship between (aspects of) spiritual well-being and spiritual beliefs and activities. Spiritual activities such as religious rituals and possible outcomes of such activities (e.g., experience of connectedness) are used interchangeably in the various definitions. Due to lack of consensus on a clear definition, researchers and practitioners are given little guidance in assessment of spiritual needs at the end of life, which is a barrier to the provision of adequate spiritual end-of-life care.
The aim of this systematic review is to conceptualize spirituality by identifying dimensions of spirituality at the end of life, based on items of instruments measuring (aspects of) spirituality in end-of-life populations. We adopted this empirical approach because it may reconcile domains into a concept that is more useful in practice and research than what has been achieved by other, more theoretical approaches. The following two research questions were addressed: (1) Which instruments measuring aspects of spirituality in end-of-life populations are available, and what is the content validity of these instruments? (2) Which dimensions that may conceptualize spirituality can be derived from the items of these instruments?
Methods
We systematically searched the PubMed, PsycINFO, and CINAHL databases. The time frame was January 1, 1980 to August 27, 2009 . The search combined three search fields: (1) palliative care/end of life, (2) spirituality, and (3) a methodological search filter to identify instrument measurement properties. These fields were searched with controlled vocabulary (MESH in case of PubMed) and free-text terms and synonyms were searched for in titles and abstracts. The Appendix includes the full search strategy. The following inclusion criteria were applied: Studies provide empirical data on an instrument measuring spirituality or aspects of spirituality at the end of life; Data exclusively report on populations or identifiable subgroups of patients with a life-threatening disease. Life-threatening disease was:
* Advanced disease and/or otherwise a situation in which the patient will die within a short period, such as terminally ill cancer patients or patients with a lifeexpectancy of 6 weeks or less * Cancer stage IV and/or * Receiving palliative care (such as hospice patients, patients in a palliative care unit, or identified by a palliative consultation service) The instrument is available in the public domain.
In the first phase, the primary reviewer (MJG) selected potentially relevant articles based on title and abstract. To refine the selection criteria, a pilot set of abstracts was independently reviewed by two other researchers (MAE and JTS), and this resulted in standardization of the selection criteria. These criteria, when needed, were applied to the initially selected publications in an iterative process. In the second phase, the primary reviewer (MJG) retrieved and read the full texts of the selected publications. This procedure was also applied to a pilot set of articles that was independently reviewed by one other researcher (MAE). Similarly, this process resulted in standardization of the selection criteria. We decided to select not only instruments on spirituality, but also quality-of-life instruments with a subscale measuring spirituality or single items, that the authors considered spiritual items. Some quality-of-life instruments contained items that appeared to be spiritual, but were not identified or considered as such by the authors. These items of such quality-of-life instruments were not included. Ambiguous cases were discussed with MAE and JTS, until consensus was achieved. Finally, the instruments were retrieved.
After searching the literature and selecting the instruments, content validity was determined by applying the Terwee et al. criteria as part of an assessment of psychometric properties. 15 The development of the instrument received a positive score for content validity when it met the following criteria:
1. The instrument is available in the public domain (because it was one of the inclusion criteria this criterion was always met); 2. The intended measurement aim of the questionnaire, the target population, and the process of item-selection for the instrument are clearly described; 3. The target population is involved in the item-selection in combination with reference to the literature or consultation with experts.
Based on these criteria, the instruments could be scored ''þ,'' ''AE,'' ''-,'' or ''0,'' as follows: positive (þ)-all three criteria are met; intermediate (AE)-criterion three was not met; negative (À)-criteria two and three were not met; not determined (0)-no information on content validity. As we were interested in the content validity of instruments in end-of-life populations, we assessed whether the target population (e.g., the population in which the instrument is developed) was an end-of-life population. All the items of these instruments were studied independently by three researchers (MJG, JTS, MAE) to identify overarching aspects of spirituality at the end of life. Each of the researchers independently (1) defined the smallest possible set of categories based on the content of the instrument items, and (2) verified that all the items fitted into the categories. Subsequently, findings were discussed by three researchers (MJG, JTS, MAE) until consensus was achieved on the labelling process.
Results
The search resulted in 2900 hits: 1165 in PubMed, 1296 in CINAHL, and 439 in PsycINFO. Fig. 1 shows the process of including abstracts and full text articles. The 39 articles that met the inclusion criteria described 24 instruments measuring spirituality. Table 1 presents the 24 instruments measuring spirituality and their content validity. 6, 7, 8, 12, Content validity could not be determined because no information on content validity SPIRITUALITY AT THE END OF LIFEwas found in 5 of 24 instruments (21%). These included 3 instruments that mainly focused on religion: the FICA 6 and 2 instruments developed at the Fetzer Institute: the subscales for Forgiveness and Religious Meaning. 37 Further, we were unable to find the Spiritual Perspective Scale, 27 because reference was made to an unpublished manuscript. Finally, the Spiritual Well-being Questionnaire 48 was an adaption from the Spiritual Well-being Scale, 51 with the word ''God'' substituted by the word ''Spirituality'' and the word ''today'' added to each item.
Of the remaining 19 instruments (79%), 14 had a positive content validity score, 3 had an intermediate score, and 2 a negative score. The content validity of 9 instruments (38% of the total of 24 instruments) was determined in end-of-life populations. Three instruments measured spirituality: the Spiritual Needs Inventory (SNI), 24 the JAREL Spiritual Wellbeing Scale, 53 and ''Are you at peace?' 12 , whereas 6 instruments measured quality of life, with a subset of items on spirituality: the Quality of Life at the End of Life Measure (QUAL-E), 45 the Hospice Quality of Life Index, 31 the Missoula Vitas Quality of Life Index, 62 the McGill Quality of Life Questionnaire, 22 the Good Death Inventory, 33 and the Needs Assessment for Advanced Cancer Patients (NA-ACP 39 ). In the process of identifying overarching aspects of spirituality at the end of life, the three researchers independently labelled all items of the 24 instruments, comparing and discussing their results until consensus was achieved on the labelling. For instance: ''I feel peaceful'' was labelled ''Peace'' (Functional Assessment of Chronic Illness Therapy-Spiritual Well-Being Scale; FACIT-Sp 52 ); ''Belief in afterlife'' was labelled ''Beliefs'' (Spiritual Transcendence Measure 28 ). Many items described different kinds of positive feelings, for example, ''thankful,'' ''feel good,'' ''enjoyable,'' ''having some pleasure.'' These were categorized as: ''Positive Affect.'' Positive affect represented the dimension Spiritual Well-being, along with peace, harmony, trust, hope, acceptance, purpose, meaning, connectedness, completion, fulfilment, and comfort.
Within categories, there was variability in items. The items labelled ''Beliefs'' may refer to an inventory, for instance, ''Do you have a specific religion?'' (Royal Free Interview Note: the content validity criteria (see method section): þ All the validity criteria are met. AE All the validity criteria are met, except target population was not involved in item selection. À Item selection was not described clearly and target population was not involved in item selection. 0 No relevant information on content validity. CHF, congestive heart failure; COPD FEV 1 , chronic obstructive pulmonary disease forced expiratory volume in 1 second.
whereas other items related to the content or meaning of beliefs to the patient: ''I think about how my life is a part of a larger spiritual force'' (Brief Religious Coping Scale; Brief RCOPE 57 ), or referred to needs or problems concerning the Spiritual beliefs, such as ''I desire to be closer to God or in union with the divine'' (Daily Spiritual Experience Scale 58 ). We categorized these as Spiritual Beliefs. The items labelled prayer, meditation, reading religious texts, and attending religious services were categorized as Spiritual Activities. Many items referred to ''Spiritual Relationships'': with people from the religious community, for example, ''talk with someone about religious or spiritual issues'' (Spiritual Needs Inventory 24 ), relationships with loved ones, for example, ''There is someone in my life with whom I can share my deepest thoughts'' (QUAL-E 45 ), relationship with pastor, vicar or priest, e.g. 'Being able to see your priest, chaplain or minister' (NA-ACP 39 ), and relationship with God, for example, ''Bargained with God to make things better'' (Brief RCOPE 57 ). We categorized these as Spiritual Relationships. We combined Spiritual Beliefs, Spiritual Activities, and Spiritual Relationships into the dimension of Spiritual Cognitive Behavioral Context.
We only labelled three items as Spiritual Coping, for example, ''Dealing with spiritual issues of death and dying'' (NA-ACP 39 ). We considered the dimension Spiritual Coping as all behavior and cognitions aimed at decreasing of perceived distress and increasing spiritual well-being by means of Spiritual Beliefs, Spiritual Activities, and Spiritual Relationships. Ten instruments had a total of 38 items on the association between Spiritual Coping and other dimensions, 22 of these were in the Brief RCOPE.
A preliminary model was constructed and tested for comprehensiveness by fitting all items from the 9 instruments (Table 1) into the dimensions of the model, again based on the independent opinions of the reviewers, followed by a consensus procedure. A minimally revised model, presented in Fig. 2 , allowed all items to fit. All identified aspects of the 9 instruments that met the criteria for content validity were completely covered by the three dimensions of Spiritual Wellbeing, Spiritual Cognitive Behavioral Context, and Spiritual Coping and associations between these dimensions. Moreover, we could construct the same model with the items of the 15 instruments that did not meet the criteria for content validity for reason of not being specifically developed for end-oflife populations. Table 2 shows that the instruments varied in the number of items representing the dimensions, and their associations. Out of a total of 291 items, 94 items (32%) were related to the dimension Well-being, 46 (16%) to Beliefs, 23 (8%) to Activities, and 63 (22%) were related to Relationships. Three items (1%) were related to Spiritual Coping, and a total of 62 items (21%) represented associations between the dimensions.
Most instruments include various dimensions. The Spiritual Well-being Scale, for instance, has 10 items concerning Spiritual Well-being and 6 concerning Spiritual Relationships, 3 on the association between these dimensions and one on the association between Spiritual Well-being and Spiritual Activities ( Table  2) . Eight of the items of the FACIT-SP 52 are related to Spiritual Well-being, 2 to the association between Spiritual Well-being and Spiritual Beliefs, and one is related to the association between Spiritual Well-being and Spiritual Coping. The   FIG. 2. A model for the conceptualization of spirituality at the end of life. 
SPIRITUALITY AT THE END OF LIFE

Discussion
This study aimed to conceptualize spirituality by identifying dimensions based on instruments measuring spirituality or aspects of spirituality in end-of-life populations. From 2900 hits in three databases, 39 articles and 24 instruments were identified in the literature. Fourteen instruments met the requirements for content validity, and in 9 of these instruments the content validity was assessed in an end-of-life population. The variety of instruments in the understudied domain of spirituality at the end of life was greater than we had anticipated.
From the items of these 9 instruments a conceptual model of spirituality was constructed, with the following dimensions: Spiritual Well-being, Spiritual Cognitive Behavioral Context (including Spiritual Beliefs, Spiritual Activities, and Spiritual Relationships), Spiritual Coping, and associations between these dimensions. We did not find any instruments that focussed on satisfaction with spiritual care.
The model was based on instruments developed in end-oflife populations, and the population was involved in selection of the items combined with reference to the literature or consultation with experts. The individual instruments have therefore been developed based on theories of what constitutes spirituality. Thus the items are rooted in a variety of theories. These items, the empirically measurable aspects of spirituality, were then used to develop the model of spirituality, which therefore can be considered as an overarching concept of spirituality. How does our model relate to previous definitions of spirituality? Vachon et al. 65 defined spirituality as ''a developmental and conscious process, characterized by two movements of transcendence: either deep within the self or beyond the self.'' This definition was based on a conceptual analysis of definitional elements of spirituality identified by reviewing the empirical literature. Eleven different themes were listed, for example, ''meaning'' and ''faith and beliefs,'' but these domains had different levels of abstraction, for example, ''conscious nature'' was believed to transcend all other themes. Nevertheless, the authors did not fit the elements into a conceptual or hierarchical model. 66 Puchalski et al. 11 recently published a consensus report in which they included an agreed-upon definition: ''the aspect of humanity that refers to the way individuals seek and express meaning and purpose and the way they experience their connectedness to the moment, to self, to others, to nature, and to the significant or sacred'' (p. 887). This definition comprises the three dimensions of our model: Spiritual Well-being (meaning and purpose, connectedness), Spiritual Cognitive Behavioral Context (relationships with others, beliefs), and Spiritual Coping (seek and express). Our model therefore concurs with this definition. We believe that our model has additional value, in that it not only distinguishes dimensions, but also recognizes the different nature of those dimensions and their relationships, including operationalization of the dimensions.
A recent review 67 assessed spiritual items limited to 15 instruments measuring quality of life in palliative population instruments, 8 of which are included in our study. Not surpisingly, items in that study mostly related to our dimension of Spiritual Well-being. Our more inclusive review found more instruments that included religion, belief, and other contextual factors, providing a more balanced review of aspects relevant to spirituality at the end of life.
We consider the dimension Spiritual Well-being in our model as a care outcome, to which Spiritual Coping, Spiritual Activities, Spiritual Beliefs, and Spiritual Relationships can contribute. As the dimension of Spiritual Coping was found in only 3 of 24 included instruments, the importance of this dimension must be verified in further research.
Benefits of our model include that it contains only aspects that were demonstrated to be empirically viable, and were distinguished in dimensions, thus simultaneously separating content and level of abstraction. Users may wish to focus on one or two dimensions that are relevant, for instance for assessment or research. The model aims to be comprehensive, and thus covers the full scope of the concept of spirituality, which may be useful for the development or assessment of instruments. It may help in the formulation of research hypotheses (e.g., the relationships between the dimensions). The model may thus contribute to better understanding of spirituality at the end of life. Because the model could equally well be constructed from instruments developed especially for palliative care, or from more generic instruments, the model may be valid both in and beyond end-of-life situations, thus allowing study of how the model's dimensions, including their associations, vary in importance during the changing health status of the patient. Future research should test this assumption, and also the usefulness of the model in practice.
A limitation of our study is that in the process of reviewing the literature, the primary reviewer made the first selection of articles, based initially on title and abstract, and later on the full texts of the articles, although the other two researchers were involved in refining and standardizing the selection criteria.
Conclusions
A systematic review of instruments measuring spirituality that are currently being used in end-of-life situations resulted in a comprehensive model conceptualizing spirituality, and distinguishing three dimensions of spirituality and their associations. This model potentially contributes to a better understanding of spirituality at the end of life, and may also be applicable beyond end-of-life situations. It may help researchers to plan studies and choose appropriate outcomes, and assist caregivers in planning spiritual care.
